Objectives. This study aimed to explore how parents communicate with children affected by sickle cell disease, a condition associated with social and cultural complexities that pose risks to open parent-child communication.
Statement of contribution
What is already known on this subject?
Talking openly with children who have genetic conditions is known to promote acceptance and adjustment to illness. Sickle cell disease (SCD) is a genetic condition that is surrounded by various sociocultural issues that may act as barriers to parent-child communication. For example, it is condition that affects only Black and Minority Ethnic (BME) groups and is associated with longstanding stigma within BME communities due to the hereditary nature of the disease.
What does this study add?
It adds a unique focus on communication in the SCD parent population (previous work has tended to study this group alongside parents of various other genetic conditions). The findings provide a rich insight into parent experience of communication with children about SCD. It reveals that many parents find it difficult to talk openly with children and often avoid sensitive issues such as inheritance, physical limitations, and risk of death which has important implications for child coping and adjustment. It is therefore recommended that health care services are designed to support parents with communication about SCD with their child.
Of all the relationships formed in childhood, those between children and their parents are generally accepted as paramount (Pinquart, 2013) . Universally, parents share the goal of assuring a child's successful transition into adulthood (Garcia Coll. & Pacher, 2002) ; however, parents of children with chronic illnesses face additional challenges with this. Childhood marks a key period in learning health care behaviours, which are likely to be modelled on the adults surrounding them. Parents therefore have a significant role to play in facilitating their child's transition to being independent agents in their own care. A key mediator of this process is the communication between parent and child. Indeed, effective parent-child communication has been found to potentially prevent, or at least reduce, health-risk behaviours (Riesch, Anderson, & Krueger, 2006) . Again though, chronic illness presents barriers to effective communication, something that is even more apparent in illnesses with associated sociocultural complexities. This study focusses on parent-child communication within the context of sickle cell disease (SCD), a genetic blood disorder affecting Black and minority ethnic groups, who have historically faced stigma as a result of the condition (Riesch et al., 2006) . SCD is characterized by chronic anaemia, acute painful 'crises', organ failure, and high risk of stroke (Sheth, Licursi, & Bhatia, 2013) . Whilst children born with the disease are likely to survive into adulthood, they must take daily precautions to prevent episodes of pain. For example, it is recommended that they avoid exposure to cold weather, dress in warm clothing, and take daily medications to prevent infection. They must also learn to understand and cope with episodes of acute pain when they inevitably occur, as well as learn about their genetic predisposition, the stigma associated with SCD, and the impact this is likely have on their future.
Parents of children with SCD are tasked with communicating about complex biological and genetic concepts to enable their child to understand the implications of their disease. They must also inform children of the likely social impact of their condition, for example the ways in which social activities and future relationships may be affected. Most parents intend to be the primary informant of this information but acknowledge the challenge and expect advice and support from health care professionals (Ulph, Cullinan, Qureshi, & Kai, 2013) .
Effective parental communication has been defined as that which facilitates the open expression of ideas and feelings, family caring, and the ability to manage conflict through open, honest, and proactive communication (Riesch et al., 2006) . The same authors also argue that it has the potential to reduce health-risk behaviours by modifying risk factors such as self-esteem, psychological autonomy, and school connectedness, all of which are highly significant in SCD. Gradual communication over childhood has elsewhere been deemed effective in that it prolongs adaptation and facilitates adjustment (Malpas, 2006; Savulescu, 2001) ; helps children to plan ahead and make informed decisions (Duncan & Delatycki, 2006; Skirton, 1998; Suter, 1993) ; and normalizes the illness from early on (Gregory et al., 2007) . Such open and gradual approaches to communication have been found to improve family trust and communication (Metcalfe, Coad, Plumridge, Gill, & Farndon, 2008) .
Conversely, critical, dismissive, or avoidant styles are likely to impact negatively on children's ability to self-manage and adjust to their condition (Rosland, Heisler, & Piette, 2012) . Of relevance here are findings that maladaptive styles of coping have been found in adults with SCD (Lewis & Kliewer, 1996; Maxwell, Streetly, & Bevan, 1999) as have psychological difficulties, such as anxiety and depression (Benton, Ifeagwu, & SmithWhitley, 2007; Levenson et al., 2008) . The origin of these issues has received little acknowledgement or empirical investigation despite evidence to suggest that early communication is crucial in determining their adaptation and future service engagement (Comeau et al., 2005; Kladny, Gettig, & Krishnamurti, 2005; Lagoe, Labella, Arnold, & Rowley, 2005; Rowley, 1989; Yang, Andrews, Peterson, Shah, & Capeda, 2000) .
Clearly, including children with long-term illnesses in discussions about their condition promotes coping (Cohen, 1999) ; however, genetically inherited conditions, such as SCD, present a number of potential barriers to parent-child communication including parental anxiety, overprotection, guilt, and cultural stigma (Thomas & Taylor, 2002; ) . Guilt related to the biological transmission of genes resulting in a child's illness has been found to affect parents of children with genetic conditions (Graham, Reeb, Levitt, Fine, & Medalie, 1982; Ulph, Cullinan, Qureshi, & Kai, 2011; Whitten & Fischhoff, 1974) , and in SCD, such feelings have been linked with avoidant parental communication styles (Gallo, Angst, Knafl, Hadley, & Smith, 2005; Thomas & Taylor, 2002) . As a potentially modifiable process, parental communication offers a useful target for interventions that aim to enhance parenting skills and child outcomes in paediatric health care settings. An investigation of parental understanding about SCD revealed a considerable gap in parents' awareness of the reality of their child's prognosis and the future impact of the condition (Roth, Krystal, Manwani, Driscoll, & Ricafort, 2012) . Gaps in knowledge are clear barriers to effective communication, as are the genetic and cultural complexities associated with SCD. The aims of this study therefore were to explore parents' experiences of communicating with children about SCD in order to understand the variance in communication styles, barriers, and the potential impact of this. The following broad research questions guided the investigation and informed an interview schedule designed to uncover the challenges parents faced as a result of illness-specific communication in SCD:
How do parents communicate with children about SCD? What challenges do they face? How can we support parents to communicate effectively with their child about SCD?
Methods
Our approach was grounded within the theoretical position of contextualism. The contextualist approach sits between the poles of realism and constructionism and considers knowledge as local, provisional, and situation dependent (Jaeger & Rosnow, 1988) . Understandings of experience are thus considered to be influenced by the broader social context, but still considered valid representations of individual experience. Given that SCD is surrounded by various sociocultural complexities, many of which have the potential to influence communication processes, this approach was deemed the most suitable for exploring these issues and interpreting the findings.
Participants
Inclusion criteria consisted of parents of children aged 7-14 years, with a diagnosed sickle cell disorder. The age range aimed to capture pre-adolescent children who are not yet fully independent and remain reliant on information and guidance from parents. Parents were recruited from a paediatric haemoglobinopathy clinic at a children's hospital in the North of England. Parents of children with non-SCD haemoglobinopathies (e.g., thalassaemia major) were excluded due to the incomparable symptomatology and condition management. Parents who met inclusion criteria were identified by a field researcher who was a Clinical Psychologist working within the Sickle Cell and Thalassaemia Service. With the aim of gaining a rich and varied insight, sampling was purposive to ensure that the study included a diverse group of participants. The sample aimed to capture ranges in child age, type of sickle cell disorder, and parent gender. Recruitment was ended once saturation had been reached by which point a total of 12 parents had completed interviews. Participant demographic information is shown in Table 1 . 
Procedure
Parents were recruited from the haemoglobinopathy clinic waiting area. Interested individuals introduced to the researcher who handed them a participant information sheet (PIS) and a 'Consent to Contact' form. Face-to-face interviews were conducted with those who went on to give informed consent. Interviews lasted between 40 and 90 min, the majority of which took place in participant homes. Interviews were audio-recorded and transcribed verbatim throughout the interviewing phase.
Measures
A semi-structured interview schedule was developed by the research team and was informed by the literature on family communication in genetic conditions and adapted to SCD. The team included academic and clinical professionals with expertise in qualitative methods, genetic conditions, and child and family research. Questions were open-ended and supplemented with prompts. The schedule 1 included questions about first conversations (e.g., 'Take me back to when you first talked to your child about SCD. Can you tell me how this happened?'), common discussion topics (e.g., 'What do tend to talk about now?'), difficult topics (e.g., 'Are there things about sickle cell that you feel are difficult to talk about with your child?'), and parental support needs (e.g., 'What would make these conversations easier? Is there anything that services could offer to help?'). To enhance rigour, a pilot interview was conducted with a SCD parent support group member who was a parent of child with SCD. This process enabled the researcher to assess the comprehensibility and flow of the schedule and obtain feedback. Having become familiarized with the adapted schedule, interviews were begun.
Data analysis
An inductive approach to analysis was employed to ensure that understandings of communication remained centred around the shared meanings and experiences of parents (Braun, Clarke, & Terry, 2014) . Thematic analysis was chosen based on the flexibility it allows in exploring experience, whilst facilitating rich and complex interpretations of the data (Braun & Clarke, 2006) . The analysis adhered to the seven stages of thematic analysis, recommended by Braun and Clarke (2006) and listed in Box 1.
A reflective journal was kept throughout data collection and analysis to promote a reflexive stance, which has been claimed to enhance quality and credibility (Armstrong, Gosling, Weinman, & Marteau, 1997; Ortlipp, 2008) . Personal reflections and feelings related to arising issues were recorded to promote transparency of the influence of personal beliefs and values on the collection or interpretation of data (Watt, 2007) . The principle researcher's social position as a white female and status as a parent were considered to have 1 Available on request the potential to influence the data in different ways. Shared experiences were considered to have promoted an empathic stance and thereby facilitated more valid interpretations of the data whilst differences in ethnicity and culture may have negatively affected the interpretative validity (Ortlipp, 2008) . Emergent findings were shared and discussed with the research team and members of the haemoglobinopathy team who had specialist knowledge and experience of the SCD population. This process supported a more balanced interpretation of the data that were less subject to individual researcher bias. Detailed coding was completed electronically using QSR Nvivo (Version 10). Codes were reviewed by the principal researcher halfway through the coding process and again on completion, where each code was considered according to its relevance to the research questions. This led to irrelevant codes being removed and codes with similar content merged. A patternbased analysis followed (Braun & Clarke, 2013) , wherein groups of related codes were clustered together and collapsed to form candidate themes. At this stage, the research team met to discuss and finalize the thematic framework, which consists of three major themes: Talking points: The timing and content of early conversations, Proactive communication about SCD, and Challenging aspects of SCD communication.
Results
Theme 1. The timing and content of early conversations A number of settings and events were found to have prompted first conversations about SCD between parent and child. Analysis of the interview data revealed that parents discussed a range of issues related to the biological and social components of living with SCD. A summary of these topics is shown in Table 2 . In general, parents described how paying frequent attention to their child's physical and emotional well-being alerted them to signs of distress, which could be explored through conversation. For example:
Yeah sometimes when she is quiet, I know something is going wrong. I will bring her closer. "What is going on?" "Do you have pain?" "Do you have pain at school?" "What happened at school?" "Did anybody hurt you?" (P3, Mother of daughter, 7, HbSS) Conversations were also started by children, often following the onset of physical symptoms. This appeared to have been a common conversation starter with younger children who were curious, yet still na€ ıve about the true nature of their symptoms. The parent below speaks of conversations held when her daughter was aged five: Parents were therefore keen to protect their child from learning, in full, about their condition at a young age. Indeed, those who had not yet informed their child described the challenge of gauging the correct level of communication for the child's age and developmental stage, whilst parents of slightly older children appeared more confident with child-led discussions, suggesting increased ease in tailoring their communication as children mature. Child-led communication was often related to condition management regimes and behaviours, which children began to question increasingly as they matured. This was especially the case when they had started school and began to notice differences between their own and their peers' behaviour: "But why do I have to drink water?". . . "Why do I have to keep warm?" (P1, Mother of daughter, 10, HbSS) Indeed, many parents had explicitly informed their child about 'being different' from other children, albeit with the aim of educating and protecting them from ill health and the risk of sickle cell crises. Several parents had led discussions about genetic risk and the likelihood of their children's children inheriting SCD. These conversations appeared to have been more general and therefore lacking the accurate details about exact risk levels. Nevertheless, parents offered a clear message that a partner should be chosen based on genetic make-up so as to avoid passing SCD onto their children -evidence once again for children of their difference from others and of how this will impact on them in future:
And then I told him if you want to get married, I told him you have to do a blood test before you get married to the person so you see . . . Conversely, some parents described an alternative position of encouraging their child to feel hopeful for a normal life and a future without limitation:
I just encourage her. I say "you don't let it define you". . ."don't let it stop you". . . (P1, Mother of daughter, 10, HbSS) Theme 2: Proactive SCD communication In their interviews, parents described efforts to communicate openly about SCD with their child. This involved responding to questions as they arose and using appropriate opportunities to discuss SCD. In terms of day to day management, parents described a proactive style of communication aimed at promoting understanding and self-management:
I will encourage her to eat . . . [as if to the child] "If you don't eat you will be getting weaker" . . . Motivational approaches, such as the above, focussed on reinforcing the positive outcomes of self-care generally, in terms of better health, and specifically, by tailoring outcomes to the child's values. In reinforcing positivity, parents were keen to protect their child from learning about the serious complications associated with SCD or from hearing negative accounts of the disease: Children's reluctance to take medication, a commonly described challenge, was responded to in different ways by parents. Positive, reward-focussed responses such as those already mentioned generally above were often used. As a more specific example: But each time she doesn't want to take, I say "Hey, this medicine you have to take it. You know you are sickle cell. If you miss it now it's not going to work . . . take it, you will see you will not have pain as much." She will say "okay". . . (P3, Mother of daughter, 7, SCD, HbSS)
Reinforcing a child's role in managing their condition is clearly an empowering strategy that encourages children to manage their condition autonomously. The transition of management from parent to child appears to happen gradually, beginning with parents promoting a shared sense of control but over time encouraging a more child-led approach. Taking a 'shared' approach offered to relieve younger children of the pressures of managing alone whilst praising and thereby reinforcing any behaviours that promoted good health. The example below illustrates this, with a child who had previously opposed taking medication required for removing excess iron from regular blood transfusions:
The consultant said it was brilliant, there was no iron or anything, so then I said, "See, because we've doing really good with the [name of drug]", [I] remind him. . . that's why we have to take this so you'll always get a good result. (P6, Mother of son, 9, HbSS) An alternative approach was to alert children to the potential dangers of nonadherence and the implications for that on the child's future: The underlying goal here is to educate and protect the child, however, in contrast to the previous positively reinforcing approach; this approach focusses on drawing the child's attention to the potential negative implications of neglecting self-care. Parents did this hypothetically and following an adverse event, for example:
I said "What happened?" She said was doing P.E. She didn't remember to put on her tights. Then after that she was having pain. I said "Okay. But how many times have I told you that when you are going out, put on your coat, put on your tights so that you don't catch cold". She said "Mummy. . ." [pause] . I thought good -don't make that mistake again. (P3, Mother of daughter, 7, HbSS) Evidently, parents had supported and responded to their child's experience of SCD in various ways and naturally this was not always limited to spoken word. Often, communication happened through non-verbal, implicit displays of warmth, understanding and empathy. Reassurance and care in response to painful crises were often communicated non-verbally:
The first thing [child] needs is just comfort, is somebody there. And then we discuss the levels of pain. (P12, Father of daughter, 12, HbSS)
Another parent describes an instinctive need to comfort: 'I just hold her, I just don't know what else to say' (Mother of daughter 7, HbSS). Reports of these simple, but crucial, non-verbal responses indicate the importance of comfort over words when supporting their child during a crisis and highlight the flexibility required in adapting their communication as necessary.
Theme 3: SCD communication challenges
In their interviews, each of the parents described having faced times when they felt reluctant to discuss SCD or distressed following discussions with their child. Many spoke about how they avoided the 'first' conversation for some time despite their child's curiosity about symptoms or management practices. For example, some had chosen to offer their child more ambiguous responses the question of 'why' they had SCD, responding with: For some, this related to their own guilt about passing on the condition to their child, whilst others attributed it to the challenge of communicating appropriately for their child's developmental stage. A number of parents found the prospect of their child's future with SCD more difficult to manage and reflected on how this impacted on their capacity to disclose:
[Tearful] It's hard for me to tell her that it's going to be a. . .condition that she is going to be taking [medication] for the rest of her life. So, at times, because I don't want her to see me crying, er, I don't want to proceed so I try to cover it up with some other topic. So avoiding telling her that. It's better I think. (P5, Mother of daughter, 12, HbSS) In the light of the issues highlighted, the analysis revealed a number of commonly avoided topics, which are indicated in Table 2 . Despite parental anxiety about discussing difficult topics, they acknowledged that further and fuller discussion would happen eventually, either inevitably when attending hospital appointments or in response to repeated questioning from children as they gained more insight and became capable of comprehending the nature of their condition:
It's difficult, it's difficult. At times I don't want to address the [SCD] topic at all but she will keep persisting. Even if I ignore it today I know she is going to ask me again. (P5, Mother of daughter, 10, HbSS)
For one parent, managing and responding to their child's emotional distress about the condition appeared particularly difficult. In this parent's case, distraction was frequently described as a response to both physical pain and emotional distress: So it's recognising when she's sad. . .and counteracting that. . . like at the moment she's doing school work, so that's distraction from being sad and focussing the "woe is me" and all that kind of stuff. (P8, Father of daughter, 11, HbSC) Whilst distraction, arguably, has its place as a coping strategy for managing emotions, it is important to acknowledge times when this becomes unhelpful and potentially invalidating of a child's distress. Indeed, the child in the example above was described by the parent as having frequent hospital admissions, poor school attendance, and difficulties coping with pain.
As highlighted already, many parents were particularly concerned about genetic risk in relation to their child's future family. Some had approached this openly, attempting to explain the genetic make-up of SCD and implications of this when choosing a partner. One family, however, had chosen not to discuss the topic until a later stage:
. . .she's still young she's not, thinking about the marriage, so we have decided not to tell her. . .because we are Christian we don't allow any sexual behaviour before marriage. . .and we have not told her concerning what can happen after the pregnancy. When she is approaching that we will talk about it, [aged] fifteen, sixteen, seventeen years. We can talk about her future when she is trying to go into marriage. We can explain to her what it is and how she can manage. (P12, Father of daughter, 12, HbSS) This approach differs significantly from that described by other parents in the study, who had chosen to discuss the issue and educate their child about the implications for family planning from around the age of 10.
Lastly, the challenge of stigma about SCD was raised by several parents in relation to communicating with their child. A small number felt it had impacted negatively on communication about SCD, both within and outside of the family. In the following excerpt, one parent makes more generalized description of communication about SCD within families in the black and minority ethnic community:
Even, you might be in the same house, you might have [extended family] living with you and those people don't know because you don't want them to know. You don't want them to know because there's a stigma to it, so it's not something [parents] sit down and talk aboutthey don't. (P1, Mother of daughter, 10, HbSS) More specifically, the parent below described monitoring their child's disclosure about SCD to peers and the wider community:
He would say Mummy when [SCD nurse] came to school today my friends were asking me 'Why is she here?' 'What has she come to do?' Then I asked him what did you tell them? He said, I don't know mummy, I just tell them that's he has just come to check on me and my brother. When considered in context of the interview, the direct reinforcement of their child's concealment of their condition from peers and the wider community illustrates the way in which stigma can impact on children and be passed on through generations. The implications of this, along with key recommendations for research and practice, are discussed below.
Discussion
In this study, parents described how their communication about SCD was aimed at educating children and protecting them from the physical and emotional effects of their condition. A child's socialization to living with SCD was a common goal in parent's early conversations, within which they made gradual efforts to help their child understand and manage symptoms in an age appropriate way. This approach is in line with recommendations for communicating genetic information gradually, rather than stand-alone process (Forrest et al., 2003) . They also communicated about SCD in response to pain or emotional distress, providing reassurance and emotional support. Whilst all parents described times when they avoided topics, a small number of parents described more a predominantly avoidant approach. Whilst this appeared to be related to fears about the condition and uncertainty about how to respond to emotional distress, it may pose risks of children developing maladaptive coping styles in response to their illness. This finding is supported by previous evidence of congruence in parent and child coping styles in SCD (Hildenbrand, Barakat, Alderfer, & Marsac, 2015; Kliewer, Fearnow, & Miller, 1996) . As stated already, avoidance was a common theme for parents in their communication responses. Avoidance is, however, not always an unhelpful approach and may be of adaptive value when faced with uncertainty. Roth and Cohen's (1986) 'Approach-Avoidance Model of Stress and Coping' suggests that both open and avoidant communication strategies can be adaptive, depending on the nature of the problem. Controllable 'stressors', such as medication adherence and self-management, arguably respond well to open and proactive strategies (Manne, Jacobsen, Gorfinkle, Gerstein, & Redd, 1993; Sorgen & Manne, 2002) , whereas uncontrollable situations and issues, such as a child's developmental stage or uncertainty about the course of illness, may render aspects of avoidant communication more appropriate (Suls & Fletcher, 1985) . Some of the avoidant communication approaches observed in the present study may therefore reflect parental intentions to protect their child from harm, which in the majority of cases appeared to be done in developmentally appropriate ways. In a few cases however, avoidance was used more generally in response to child questions, symptoms, and distress, an approach that has been deemed both ineffective and potentially damaging (Metcalfe et al., 2008; Ulph, 2007) . Interventions that educate parents about the function of avoidance and support them to respond appropriately to challenge are not only likely to benefit parents of children with SCD, but those parenting children with chronic conditions more generally.
Previous qualitative research has identified that children with SCD desire open and honest communication from parents about their condition (Metcalfe et al., 2008) . The present study provides evidence of parental motivation to meet this need, but suggests that some would benefit from additional support to do so. Honest communication that provides children with realistic expectations about their future is likely to promote better quality of life in children with SCD (Constantinou, Payne, & Inusa, 2015) . A parent's sensitivity to a child's physical and psychological well-being was shown to be key in prompting communication and has elsewhere been found to facilitate secure attachments (Bowlby, 1987; Oppenheim & Waters, 1995) . This issue is key due to the risks that chronic illnesses pose to the formation of healthy attachments (Ødeg ard, 2005) . In relation to this, there is growing evidence from parenting intervention research that families of children with long-term conditions would benefit from support in the form of structured interventions to enhance attachment, parenting, and child quality of life (Morawska, Calam, & Fraser, 2015) ; however, SCD has not yet been included in parenting intervention trials. Given the findings that SCD presents parents with specific barriers to parent-child communication, inclusion of this population in future studies would be useful for exploring the effectiveness of standard interventions for this group.
In the absence of any formal, evidence-based parenting intervention, parents' main source of support is their child's health care team. Whilst mainstream health care services do not generally offer specific parenting interventions, parental support is a significant feature of paediatric approaches in health care. Kirk and Glendinning (2002) claim that parents expect both practical and emotional support from their child's health care team, which has the potential to set realistic expectations of their child's prognosis and enhance parent-child interactions (Dinnebeil, 1999; Mahoney & Kaiser, 1999) . Parents in our study spoke of wanting health care professionals to support them by communicating on their behalf, which has been found elsewhere in genetic carrier studies (Ulph, Leong, Glazebrook, & Townsend, 2010; Ulph et al., 2011) . The present findings suggest that health care professionals should explore parents' reluctance and underlying anxieties about communicating with their child before deciding how best to support them with communication. The study was not without limitations. Firstly, the majority of parents studied described mainly open communication and it is important to acknowledge the potential impact of selection bias on this finding. That is, parents who communicated openly may have been more likely to participate; and more predominantly avoidant approaches may be underrepresented. Conclusions can thus only be provided on the nature of avoidance as a phenomenon and not of its prevalence. Another issue for consideration is the transferability of the findings to other genetic and chronic conditions. This study highlighted a number of parenting issues likely to be transferable to other chronic conditions. These include specific communication challenges such as first conversations and disclosure as well as the more general issues of illness management such as medication adherence, treatment routines, and the need for psychoeducation to help them understand and manage their child's feelings and behaviour in the context of their condition. It has, however, been noted throughout the study that SCD presents specific issues that may act as barriers to effective parent-child communication. Stigma and the genetic implications of having SCD are two key examples that would warrant inclusion in parenting interventions tailored to SCD. Whilst generalized parenting interventions in chronic illness are likely to be the most viable and cost-effective option (Morawska et al., 2015) , we have identified the need for tailoring interventions for SCD parents. The addition of illness-specific modules to generalized parenting programmes may be one way of ensuring parents are offered specialist support. Finally, whilst the aim of this study was to understand parental experience, implications for child adjustment naturally became a focus of our interpretations. The true impact on children can only be inferred and not concluded from the findings. Previous studies have indicated a need for more child oriented qualitative studies in SCD due to potential inaccuracies in parental reports of child distress (Noke, Wearden, Peters, & Ulph, 2014; Wade, Wilfond, & McBride, 2010; Wilfond & Ross, 2009 ). The present findings provide additional evidence of the need to explore children's perceptions in order to better understand the influence and impact of their communication.
Conclusions
Despite the limitations mentioned, a number of important conclusions can be drawn from this study. Firstly, parents of children with SCD often appear to communicate openly with the aim of empowering children to independently manage their condition. Avoidant communication approaches were also, however, a common response to challenging topics and uncertainty. For some, this was an adaptive response to challenge, whilst for others, it indicated difficulties with acceptance. Given that communication is a known mediator in child health outcomes, this offers a promising target for intervention. The findings of this study suggest that future parenting intervention trials in long-term conditions should include modules designed to support the SCD parent population who have so far been missed. Providing SCD parents with skills to adapt their communication to their child's needs offers a promising approach for helping children learn to manage SCD autonomously throughout childhood and into adulthood.
